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Tribal-State relations acknowledgement statement

The State of Minnesota is home to 11 federally recognized
Indian Tribes with elected Tribal government officials. The
State of Minnesota acknowledges and supports the unique
political status of Tribal Nations across Minnesota and their
absolute right to existence, self-governance, and self-
determination. This unique relationship with federally
recognized Indian Tribes is cemented by the Constitution of
the United States, treaties, statutes, case law, and
agreements. The State of Minnesota and Tribal governments
across Minnesota significantly benefit from working together,
learning from one another, and partnering where possible.

Minnesota Department of Health recognizes, values, and
celebrates the vibrant and unique relationships between the
11 Tribal Nations and the State of Minnesota. Partnerships
formed through government-to-government relationships
with these Tribes will effectively address health disparities
and lead to better health outcomes for all of Minnesota.
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CYSHN respect for identities statement

Short version

We strive to use language that honors
individual preferences, recognizing
health conditions and disabilities are a
natural and valuable part of human
diversity. While our program reflects
statutory terms like "special," we
remain open to changing our language
practices based on community
feedback to foster belonging, respect,
and inclusivity.

Long version

www.health.state.mn.us/people/childrenyouth/

cyshn/about.html#respect



https://www.health.state.mn.us/people/childrenyouth/cyshn/about.html#respect

9:00 -9:15 a.m. Welcome and announcements

9:15-10:15 a.m. Sickle Cell Disease Presentation

10:15-10:30 a.m. Wrap-up and evaluation



MEDSS reminder

How to remove non-reimbursable events off your workflow:

1. Enter the “Date of assessment or final contact attempt” (you can use the
current date).

2. Check the “Submit to MDH” box and “Save”.

3. Do not enter data in the “Date of first contact attempt” or “Parent/Guardian
Contact” field if you are not actually contacting the family. If event is non-
reimbursable, these fields are not required to submit even though they have
red asterisks.



Hearing screening referrals

The Public Health Lab has paused sending hearing screening follow-up cases to
local public health. Confirmed hearing loss referrals continue to be sent to
local public health via MEDSS.



Onboarding
video 3 SEramEn

Children and Youth with Special Health Needs (CYSHN)
Condition Follow-Up Onboarding for Local Public Health

Everything you need to make, manage, and share brilliant videos. Comments Q a

Newest v (@

CYSHN Condition Follow-up Onboarding for LPH

14 views * 24 days ago

https://vimeo.com/1123330124



https://vimeo.com/1123330124

Check-in and outreach measures

* Scheduling check-ins for January-February

* Quarterly outreach measures

* Number of reimbursable referrals sent.
* Number of reimbursable referrals that received outreach from LPH.
* Number of reimbursable referrals that LPH initiated outreach within 30 days of referral sent.
025 2024
Q1 Q4
#RRsenttolPH [B 31 2 28
# RR received outreach fromLPH €D 29 2 28
2

% RR received outreach from LPH 100% 94% 100% 100%
# RR initiated outreach within 30 days 3 25 22 24
% RR initiated outreach within 30 days 100% 81% 100% 86%



Infant formula recall

* A multistate outbreak of infant botulism has been linked to ByHeart Whole
Nutrition Infant Formula

* Do not use any ByHeart Whole Nutrition infant formula (cans or single serve
packets)

* Families should contact their health care provider right away if infants show
symptoms such as poor feeding, loss of head control, or weak cry

11/13/2025 health.state.mn.us 9
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Sickle Cell in Minnesota: Beyond the DIS-ease

A presentation by: Amanda Maresh and Rae Blaylark




@D YouTube

Mechanism of
Sickle Cell
Disease video

https://www.youtube.co
m/watch?v=HP11Mvx1Vt — P —

g&t=263s (4:56)
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What is sickle cell disease (SCD)?

* A group of conditions that affect the red blood cells — making them hard,
sticky, and shaped like crescent moons or sickles.

* A genetic condition that is present at birth.

* Inherited when a child receives two genes—one from each parent—that code
for abnormal hemoglobin.

* Most common in individuals who come from and whose ancestors are from
Africa, India, South America, Saudi Arabia, and Mediterranean countries such
as Turkey, Greece, and ltaly.

* One of the most common hereditary disorders in the United States, affecting
approximately 100,000 people.

12
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Types of SCD

* There are several types of SCD
including hemoglobin SS disease
(also called sickle cell anemia),
hemoglobin SC and hemoglobin S-
beta thalassemia.

* The most common type of SCD is
hemoglobin SS disease.

* The different types of SCD can vary
In severity.

THERE ARE VARIOUS
CELL DISEASES.

TYPES OF SICKLE

COMMON SICKLE CELL |

ANEMIA

SICKITE
BETA THAL.

SICKLE E
DISEASE

RARE

SICKLE CELL 101

SICKLE C
DISEASE

SICKLE D
DISEASE

SICKLE O
DISEASE

* SC101.0RG
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Types of SCD
2015-2024

SS disease (Sickle cell-hemoglobin SS disease)

SC disease (Sickle cell-hemoglobin C disease)

Sickling disorder due to hemoglobin S, specific diagnosis
pending

SB+ thalassemia (Sickle cell beta plus thalassemia)

SBO thalassemia (Sickle cell beta 0 thalassemia)

Other

Other types — SE Disease and SO-Arab

]
N

-

20

17

54
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SCD symptoms and complications
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SCD complications

Pain: Sickled cells don’t move easily through small blood vessels and can get
stuck and clog blood flow. This causes pain that can start suddenly, be mild to
severe, and last for any length of time. May be referred to as a pain crisis or a
vaso-occlusive episode (VOE).

Infection: People with SCD, especially infants and children, are more likely to
experience harmful infections such as flu, meningitis, and hepatitis. This is why
penicillin is so important to take.

Dactylitis (Hand-Foot Syndrome): Swelling in the hands and feet, often along
with a fever, is caused by the sickle cells getting stuck in the blood vessels and
blocking the blood from flowing freely through the hands and feet.

Sickle Cell Retinopathy: SCD can affect the blood vessels in the eye and lead to
long term damage.

17



SCD complications continued

* Acute Chest Syndrome (ACS): Blockage of the flow of blood to the lungs can
cause acute chest syndrome. ACS is similar to pneumonia; symptoms include
chest pain, coughing, difficulty breathing, and fever. It can be life threatening
and should be treated in a hospital immediately.

* Stroke: Sickled cells can clog blood flow to the brain and cause a stroke. A
stroke can result in lifelong disabilities and learning problemes.

* Pulmonary hypertension: a type of high blood pressure that affects the blood
vessels that go from the heart to the lungs. This causes poor blood flow and
low levels of oxygen in the blood.

18



Clinical recommendations for sickle cell anemia

(SS Disease or S beta zero thalassemia)

Penicillin (antibiotic prophylaxis) initiated by two months of age

Hydroxyurea initiated at 9 months of age

Transcranial doppler ultrasound (TCD) at 2 years, annually up until
age 16

19



Percentage of children who live in the 7-county metro area
(identified though Minnesota newborn screening 2015-2024)

m Metro ™ Non Metro
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Where can children with SCD receive specialist care in

MN?

Duluth
Essentia Health - Duluth Clinic

Metropo“lan ':Minneapolisﬁt. Paul

1. Children’s Minnesota

2. M Health Fairview Masenic
Children's Hospita|

Rochester

Ma}ro Clinic Comprehensive
Pediatric Sickle Cell Clinic

Metropolitan (Minneapolis/ St. Paul)
* Children’s Minnesota

e M Health Fairview Masonic Children’s
Hospital

Rochester

* Mayo Clinic Comprehensive Pediatric Sickle
Cell Clinic Department of Pediatrics

Duluth

e Essentia Health Duluth Clinic



Penicillin prescriptions by SCD type

for children identified though Minnesota newborn screening 2018-2024

SS disease &

0,
S beta 0 thalassemia (n = 46) 15%

Sickling disorder due to S,

0,
type pending (n = 19) 26%

B Within 60 days Within 120 days  ® Within 1 year W Prescribed, date unknown

Based on documentation of a penicillin prescription in a medical chart. This does not necessarily mean that
the prescription was filled or that the child is taking the prescription.
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Hydroxyurea prescribed by SCD type

in children identified though Minnesota newborn screening 2018-2023

SS disease & 289 »
S beta 0 thalassemia (n = 43) 0 C 0
Sickling disorder due to S,
g |sor er lie 0 23% -
type pending (n =11)

W Hydroxyurea prescribed Parent declined B No documentation of prescription

Based on documentation of a hydroxyurea prescription in a medical chart. This does not necessarily mean
that the prescription was filled or that the child is taking the prescription.
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Hematology or well child visit between 3-4 years of age

identified though Minnesota newborn screening 2017-2020

Attended hematology visit R:JJiV7986Y:3

Attended well child visit RV 5

No documentation of either visit

24



Local public health assessments

April 2022 - mid October 2025

62%

* 60 families referred to LPH for a
nursing assessment after their baby
was identified with a
hemoglobinopathy. 23%

* 62% of those families have received 12%
a nursing assessment. 39

Completed Unable to Pending Declined
reach

25



Now what?

* Educate on the clinical recommendations, when able / appropriate.

* National Alliance of Sickle Cell Centers (NASCC)
(https://sicklecellcenters.org/consensus-recommendations/general)

e Refer to the Sickle Cell Foundation of MN (SCFMN) (www.sicklecellmn.org).

* Sign up to receive our SCD newsletter.

 September issue
(https://content.govdelivery.com/accounts/MNMDH/bulletins/3f0ea22)

* Check out the SCD webpage
(www.health.state.mn.us/diseases/sicklecell/index.html).

26
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Thank you!

www.health.state.mn.us/diseases/sicklecell/index.html

Amanda Maresh
Amanda.maresh@state.mn.us



http://www.health.state.mn.us/diseases/sicklecell/index.html
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Disclosures

* MN Newborn Screening Advisory Council, Council Chair

* MN Rare Disease Advisory Council, Council Member

* HRSA Sickle Treatments and Outcomes Research in the Midwest (STORM), Community Partner
* SCDAA, Member Organization

* Sickle Cell Community Consortium, CBO Member

* Industry Advisory Boards, Consultant

None of which result in any conflicts of interest
pertinent to this presentation

*Images are used with permission from owner(s) or are open source
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Recognition of Past Trauma and Abuse

It is important that SickleCellMN and those we embrace as allies,

both personally and professionally recognize the historical trauma, medical
abuse, and discrimination that have impacted our Black, Brown, Indigenous,
disability, and LGBTQ+ communities, leading to distrust in medicine.

The work of equity and antiracism requires that we acknowledge the many
legacies of violence, displacement, migration, and settlement that bring us
together here today and we remain actively committed to being a
community bridge, working together to rebuild trust while connecting
people, providers, and hope.

Sickle Cell
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The Anatomy
Of A Sickle Cell Warrior
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Sickle Cell Warriors

© Sickle Cell Foundation of MN

Warrior: A person engaged in or experienced in
warfare; A person engaged in some struggle or
conflict.

Sickle Cell Warrior: A person who lives with

the physical, mental, emotional, and social
complications of sickle cell disease, yet faces

the journey ahead in spite of unimaginable pain,
medical abandonment, stigma & negative
messaging, few treatment options, a non-
empathetic workforce, repeated death of

friends and loved ones, and an uncertain h
financial future. poKle Sl

www.sicklecellmn.org All Rights Reserved



Caregivers are Warriors Too!

Warrior Caregivers:

Those who are charged with providing
Quality of Life (concrete needs,
emotional needs, physical needs,
educational needs, financial needs, and
advocacy needs) of a person living with
sickle cell disease; not withstanding the
caregiver’s own physical, mental,
emotional, and financial needs alongside
the repeated challenges and barriers
experienced throughout their journey.

© Sickle Cell Foundation of MN www.sicklecellmn.org All Rights Reserved
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Is Sickle Cell Anemia a Black Disease?

e Nol!lt’s a BLOOD Disease

e |nthe U.S. sickle cell disease:
 Disproportionately, but not exclusively
affects individuals of African Descent (1in3es

births per year)

e Hispanics & Latinx is the 2" most
commonly affected ethnic group is
Hispanic Americans (1 in 16,300 births or ~1,200/yr)

e Factis...

L
L B
‘ -YT .
/‘ Source: https://www.cdc.gov/ncbddd/sicklecell/index.html St(le je”
\ Fou 1on

ooooooooooo
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Sickle Cell DIS-ease:

The Faces of Sickle Cell

Mutations in the HBB gene are most common in
people from African, Mediterranean, Middle Eastern,
and Indian ancestry as well as people from the
Caribbean and parts of Central and South America but
can be found in people of any ethnicity.

é Hgb variant + Sickle Hgb = Sickle Cell DISEASE (SCD)
& Hgb A + Sickle Hgb = Sickle Cell TRAIT (HbAS)

THERE ARE VARIOUS TYPES OF SICKLE
CELL DISEASES. :

COMMON SICKLE CELL
ANEMIA |4 SICKLE C

.| DISEASE
SICKLE | o GREEK, ITALIAN, & IRISH
& o LOVES ARTS & CRAFTS
o | SDIICS'ékEED ® SICKLE CELL DISEASE ‘\
sickL,e E | =
DISEASE || SICKLE O {

o /) DISEASE

Sickle Cell
Foundation

ooooooooooo

‘r =/ / B\ 74
© Sickle Cell Foundation of MN Si . 7 All Rights Reserved




Sickle Cell DIS-ease: Globally

North America
100,000
Pz

=

""".l'{’ﬂ
‘. o
:l [ '
| Sub-Saharan

Europe
~40,000

Middle East
{ North Africa
| ~180,000

Africa

i >S5 million

'Latin America
85,000

© Sickle Cell Foundation of MN

-
"India
>1 million

* Although SCD is the most common

genetic blood disorder in the world,
the burden of sickle cell disease is
most devastating in Africa.

* This inequitable burden is directly

related to funding disparities and the
persistent under resourcing in
relation to the magnitude of the
problem.

www.sicklecellmn.org

All Rights Reserved



Sickle Cell and Malaria — The Story of Survival

I\ Gl
Plasmodium falciparum is the type of malaria that most often causes severe and life-

threatening malaria; this parasite is prevalent in many African countries, particularly
sub-Saharan Africa (South of the Sahara desert).

Sickle cell Endemic

allele falciparum
0 1-5% ﬁ O Malaria ef
B 5-10%
P B 10-20%
‘ Communities that are heavily exposed to the bites of

°.®
mosquitoes infected with P. falciparum are most at risk %Yh
‘ of dying from malaria.

Source: https://www.cdc.gov/malaria/about/ Sicrle Cell

Foundahion

© Sickle Cell Foundation of MN www.sicklecellmn.org

All Rights Reserved



A Caregiver’s Journey
Turning Pain into Purpose

Sickle Cell Foundation of MN | www.sicklecellmn.or Follow @sicklecellmn: ' ¥ m ] in All Rights Reserved | Do Not Copy or Distribute
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The Day That Changed Everything...

In the beginning (:52 sec)

Sickle Cell Foundation of MN | www.sicklecellmn.org Follow @sicklecellmn: 7 @}ﬁ All Rights Reserved | Do Not Copy or Distribute
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My Sickle Cell Warrior ~=-:

ity

Foundathon
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My Warrior

* Same person
* Different day

o ®
ith
Sickle Cell
Foundation

© Sickle Cell Foundation of MN www.sicklecellmn.org All Rights Reserved



Adjusting Takes Time!

é SCD Diagnosis through MN
Newborn Screening

1997-2003

é Adjusting to our new
normal

e.®

-YT‘.
Sickle Cell
Foundahion

© Sickle Cell Foundation of MN www.sicklecellmn.org All Rights Reserved



Inspired To Do More

TEST EARLY FOR
SICKLE CELL

é USPS Releases SCD é NEW ROLE: Blood
Postage Stamp Banking/Donation Advocacy

WV VUV VVVVVVVVVVVVVVVYY

2004 2005-2014

é Community Awareness:
The Journey Begins

o .»
it
Sickle Cell
Foundalion

OF MINNESOTA

© Sickle Cell Foundation of MN www.sicklecellmn.org All Rights Reserved



Using My Pain to Propel My Purpose \

Help tackle sickle cell
disease in our community

Memorial

) 7
: L
’ &% il = A ~ Sy BLOOD CENTERS
y . ) < ’ & Dwsgian af wncvative
z Bood Redorces
2 -
%
| f

Memorial

—— JOMTH. CLICK TO HELP KIDS LIKE TREY.

Help break the cycle of pain for those
living with sickle cell, like Trey

KMOJ Community
Blood Drive

Tuesday, September 9
2:00 PM - 6:00 PM

: : N | 2123 Broadway Ave.
FVeryi2 Seconds, Someans Speca e W | Vineapols, 55411

Sign up today at MBC.ORG!
bloodlhis
Needs llsg -

\ &= I "’ ) = Memorial kﬂ;arﬁ ‘ | Sickle Cell

BLOOD CENTERS M_q__,
=" Foundation
OF MINNESOTA

MBC.ORG o 1-888-GIVE-BLD

© Sickle Cell Foundation of MN / 2 All Rights Reserved



SCD Care in MN...a glimpse into the reality

SCD Care in MN

Sickle Cell Foundation of MN | www.sicklecellmn.org Follow @sicklecellmn: T @Jﬁ All Rights Reserved | Do Not Copy or Distribute
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Planning For A Future

é Stakeholder Planning
Committee

é New Challenge: Son’s

surgery for congenital spine é SickleCelIMN: Online
defect + SCD complications presence only
2015

2014 | 2015-2017

é New Org: Received 501c3
status for Sickle Cell Foundation

of MN (SickleCelIMN) oy’
é New Role: Peds SCD Program fY *
Coordinator, PT Advocate, DEI SicKle Cell
Specialist Foundation

OF MINNESOTA

© Sickle Cell Foundation of MN www.sicklecellmn.org All Rights Reserved




Our Early Years...

& Walk 4 Sickle Cell

¢ Sickle Cell-
ebration of Hope
é First Event: Gala N
Annual Walk 4 é Added: Statewide Transitioned out
Sickle Cell Management of of Peds SCD clinic
Sickle Cell
Symposium
| 2018 | 2020 |
1 ! 1
201 | 2021/2022
017 2019 021/20
Sickle Cell Foundation of Minnesota Presents: !
4 ' é Walk 4 Sickle
de Cell Disi Cell COVID-191!!! Loy®
§ \ .
019 |8 AM 4 PM | é Added: Sickle f**‘
| 451 L.\Qg!%. Puw!“: St. Cell-ebration of
~—.: pave ot vl sich 4% Hope Fundraisin Sickle Cell
" ‘ AP > 8 Foundation

@ bluebirdbio™ RN pEmeia g SO tﬂ OF MINNESOTA

N

Gal
www.flickr.com/ phgt%s/sicklecellmn/aIbums

www.sicklecellmn.org All Rights Reserved

© Sickle Cell Foundation of MN



Caregiver Challenges
A Community Afflicted
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STMPTOMS

Anemia

2 HeLp B
AV OO, W (OO
; )

Kidney Problems

Liver problems

Blood Clots

Acute Chest
Syndrome

Priapism Leg Ulcer
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. Splenic Sequestration Fever Stroke Vision Loss
athlnge
Ware B, %t al. LanCet 2017; 390: 311-23.
Image Sgulge: National Human Genome Research Institute ( I ) Accessed 6/8/2020

Avaseular Neerosis
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Avascular
Necrosis

Pulmonary
hypertension

Infection

|

This means that complications of SCD occur in EVERY body system

© Sickle Cell Foundation of MN

Blood travels everywhere!

www.sicklecellmn.org

All Rights Reserved




The PSYCHOLOGICAL Impact of SCD

As aresult of frequent pain, hospitalizations, loss of schooling, employment, and
overall quality of life, people impacted by SCD commonly reported emotional
burdens related to:

Treatment fators
2.g., efficacy, side effects,
avallability, clinical trial

é Acute and chronic pain Genotype

e.g., HbSS, HbSC,

é Absence from school or work HbSE®, HbSE* sliglblity

o e
‘ HOSpltallzatlonS Relatlveliiitsrelbu;:gneor: | m LC:vreel :cect::?:gcare -
é Provider bias and insensitivity occhishon, hasmolytc anaomis “ EADEn S

é Non-empathetic medical systems Complications

e.g. ACS, stroke, AKI, Employment/school

é Missed social interactions et s O\ Scnoolre
é Missed work opportunities and promotions "

¢ Family Planning i

é Accessing providers and/or treatments

ramily members and friends
é Premature Mortality ___DEATH! ! ! The psychological consequences of living with a condition like SCD,
deeply impacts the entire family’s Quality of Life!

SOURCE: www.ncbi.nlm.nih.gov/pmc/articles/PMC2836308/#:~:text=Mo00d%20is%20an%20important%20consequence,accounts%20could%20indicate%20depressive%20symptoms

© Sickle Cell Foundation of MN www.sicklecellmn.org All Rights Reserved



http://www.ncbi.nlm.nih.gov/pmc/articles/PMC2836308/#:~:text=Mood%20is%20an%20important%20consequence,accounts%20could%20indicate%20depressive%20symptoms

Socio-economic factors often create unfathomable
barriers that deeply impact individual or family’s
ability to consistently prioritize health needs.

é Housing é Employment
é Education é Food Security
¢ Employment ¢ Transportation

é Social Support ¢ Childhood Experiences
é Individual/Family Income

The inability to prioritize one’s health needs impacts medical and social burden!
Inability does NOT equal a lack of care or concern for oneself

© Sickle Cell Foundation of MN www.sicklecellmn.org All Rights Reserved




Caregiver Burnout

M e nta I H ea It h Access Isolation

IVI tt Many caregivers face barriers to Isolation occurs in both the caregiver
a e rS culturally competent therapy, and patient, often as a response to lack
impacting their mental health support. of understanding from family, friends,

and healthcare professionals.

Stigma Trauma

There’s a persistent stigma around Collective trauma magnifies the

mental health, leading to reluctance in challenges faced, shaping caregivers’

seeking help within communities. experiences and responses to sickle .'T'.
cell caregiving. f* *

Sickle Cell
Foundation

Sickle Cell Foundation of MN | www.sicklecellmn.org Follow @sicklecellmn: ¥ ’ 1 in All Rights Reserved | Do Not Copy or Distribute
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Caregiver Burnout

Doing all of the

things to
UNREALISTIC Bivitie.
EXPECTATIONS
LACRK OF
CONTROL
Lacking

resources, time,
money and
other people to

help

Caregiver burnout often
occurs faster in homes
where other psychosocial
burdens are not being met.

L W
il
Sickle Cell
Foundation

Sickle Cell Foundation of MN | www.sicklecellmn.org Follow @sicklecellmn: ¥ p‘\ in
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All Rights Reserved | Do Not Copy or Distribute
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Supporting Caregiver Mental Health 4L
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Recognize Burnout

Common Signs of <
Caregiving Burnout

S
\:I Forgetful or foggy
Easily flustered H
or frustrated [ &ty

r

Extremely tired
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Caregiver burnout often
occurs faster in homes
where other psychosocial
burdens are not being met.

Quick to a;lger
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Anxious or depressed
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Uninterested in things
they used to enjoy

Hopeéless or helpless
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Healing is A Process

Reconnection Reflection

Embracing the beauty. of Taking time away allowed me
nature helped me rediscover to reflect on my journey and
my identity and reconnect with understand the lessons

my true self. learned in caregiving.
Restoration Resilience

Immersing in tranquility
facilitated emotional and
spiritual restoration, equipping
me to return stronger and
more resilient.

Recognizing rest as a form of
resistance empowered me to
prioritize my well-being
without guilt or hesitation.

Purpose Growth

My sabbatical deepened my Experiencing personal growth
understanding of my purpose, during this period illuminated
reinforcing my commitment to new paths for advocacy and
advocate for caregivers and cultural healing in my
warriors alike. community.
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Community Healing

In the journey of caregiving,
data and humanity converge
to create significant impact.

Understanding the
psychosocial support needs of
sickle cell warriors and their
caregivers is vital. This support
nurtures resilience, fostering
environments where
individuals can thrive.

By combining lived experiences
with data, we can advocate for
compassionate policies that
reshape the caregiving
landscape and promote
healing within families and
communities.

Sickle Cell Foundation of MN | www.sicklecellmn.org

The strength of the caregiving
community lies in share
experiences and mutual support.

Data-informed compassion can
transform lives, guiding effective
interventions. Every story told
adds depth to the narrative of
caregiving, prompting societal
change.

Together, we can build a
collective voice that highlights
the importance of our
experiences, ensuring that they
inform policy decisions and
resource allocations that
ﬁrioritize mental wellness and
olistic support.
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History of Sickle Cell DIS-ease
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SCD: A Rare Blood Disorder

1in10 Tin2 Tof2

People are Affected by Rare Disease Rare Diseases Don't Have a Foundation or Patients Diagnosed with a Rare Disease is a
Research Support Groups Child
400 8in10 6+ Years
Million People Suffer From a Rare Disease Rare Diseases are Genetic The Average Time it Takes for Rare Patients
Globally to Receive an Accurate Diagnosis
https://everylifefoundation.org/delayed-
diagnosis-study/
y $
05% 000+ Up to $517,000
of Rare Diseases Lack an FDA Approved Distinct types of Rare and Genetic Diseases  The economic impact of a delayed diagnosis
Treatment is up to $517,000 in avoidable costs per
patient. ..
it
globalgenes.org/ rarediseases.info.nih.gov/diseases/pages/31/fags-about-rare-diseases https://rarediseases.info.nih.gov Sickle Cell

Foundation
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History of Sickle Cell Disease

Walter C. Noel (18s4-1916)

A Legacy of Enduring Importance
From a Dental Student to a Medical Hero

* Only African student ever enrolled at Chicago College
of Dentistry in 1904

» Suffered many leg ulcers (treated w/iodine)

WALTER
CLEMENT NOEL

The first person diagnosed with

e Admitted with (now known as) Acute Chest Syndrome Sickle Cell Disease

(ACS) only 3 months after arriving in U.S.

* Returned to Grenada in 1907 after graduating dental
surgeon school

* First SCD case presented to AAP and clinically
described in the Archives of Internal Medicine (1910,
USA)

* Established a successful dental practice
* Died of ACSin 1916 at 32 yo

*x * X

Source: www.mayoclinicproceedings.org/article/S0025-6196(11)60243-7/fulltext
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History of Sickle Cell Disease

* Presented first case to AAP and

VVVVVVVVVYVY rvvvvvey clinically described in the Archives
o - of Internal Medicine (1910, USA)
g im“s.P i [ ) - 2 e 1927 — Discovered that red blood
'J L cells (RBC’s) from persons with SCD
> , could be made to sickle by

removing oxygen

* 1951 -SCD was the first to be
labeled a “molecular disease” after
discovering that the red, oxygen
carrying protein called
“hemoglobin” had a different
gEeDmlcaI structure in persons with

© Sickle Cell Foundation of MN www.sicklecellmn.org All Rights Reserved



The GLOBAL Impact of SCD

Newborns with Sickle Cell
Anemia (2015)

L]o
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Globally, the number of people living with sickle cell disease
increased by 41-:4%, from 5.46M in 2000 to 7.74M in 2021.

v ®
it

SOURCE: www.healthdata.org/research-analysis/library/global-regional-and-national-prevalence-and-mortality-burden-sickle- s!m Cell

cell#:~:text=We%20estimated%2034%20400%20(25,303%20000%E2%80%93467%20000) Foundation
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i i @ A% & Six countries make up 44% of global cases.
4 & B e Nigeria * Benin » Burkina Faso * Togo
f_j"‘ AAAAAAA o & Sierra Leone ¢ Equatorial Guinea
= e IS . - . v
TNl - Ll ob = _ Sub-Saharan Africa accounts for
T o= mugf nearly 80% of global births with SCD
5"0 J g ¥ india remains a major contributor,
- but their global share of the burden declined
w = 21% in 2000 to 16% in 2021.

ith

SOURCE: www.healthdata.org/research-analysis/library/global-regional-and-national-prevalence-and-mortality-burden-sickle- Sickle Cell

cell#:~:text=We%20estimated%2034%20400%20(25,303%20000%E2%80%93467%20000) Foundalion
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The MORTALITY of SCD

In children younger than 5 yo, global SCD mortality ranks 12th
(compared to 40th for cause-specific SCD mortality)
across all causes.

o ®
it

SOURCE: www.healthdata.org/research-analysis/library/global-regional-and-national-prevalence-and-mortality-burden-sickle- Sickle Cell

cell#:~:text=We%20estimated%2034%20400%20(25,303%20000%E2%80%93467%20000) Soundation
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Sickle Cell Trait: Nationally

As many as 60,000 children in the United States
Fig 2. Chances of sickle cell were born with the sickle cell trait annually.

trait being passed on
NS NS

IR o ~73 per 1,000  BLACK INFANTS
~7 per 1,000 | HISPANIC INFANTS

| | | IO1
,k * ,k * ~3per 1,000  WHITE INFANTS

~2 per 1,000 ASIAN, NATIVE HAWAIIAN,

25% N 50% NS 25% S
NS = Sickle cell trait . : . OTH 5 PACI FIC
N = Normal Data reported in 2010, based on newborss‘f'r&eN@EfRn]aNcFArNrTg by 13 states.

S = Sickle cell anemia

Source: www.cdc.gov
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Sickle Cell Disease: Nationally

Centers for Disease Control and Prevention (CDC) estimates that
sickle cell impacts ~100,000 Americans (per 2010 study published in AJPM)

~1 of 365 BLACK INFANTS
~1 of 16,300 HISPANIC INFANTS

~1 of 25,800 ASIAN, NATIVE HAWAIIAN, OR
OTHER PACIFIC ISLANDER
INFANTS

vvvvvvvvvvvvvvvvvvvv“

AAAAAAAAAAAAAAAAAAAAANS

~1 of 41,600 WHITE INFANTS

re

R

2004
AAAAAAAAAAAA

*Based on births in New York State between 2000 and 2008.

New estimates for the prevalence of sickle cell disease in the United States
will rely heavily on consistent and complete reporting data by universal newborn screening information

ith

New CDC data coming soon??? e Con

undafio
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Population & Market Growth

Population growth: As the global
population expands, particularly in regions
where SCD is more common, the number
of cases naturally increases.

Migration: Migration of populations from
affected areas to developed countries
contributes to the global increase in SCD
cases.

Improved Diagnosis: Better diagnostic
tools and increased awareness lead to
more accurate and earlier identification of
the disease.

As cases rise so do the number of treatments and therapies in the pipeline!

g

Market growth trends

*While not a direct measure of disease
prevalence, the market size for SCD
treatments is expected to grow
substantially.

*The market is projected to reach USD
16.01 billion by 2035, with a compound
annual growth rate (CAGR) of 16.0%.

*This market growth reflects
advancements in treatments and
increased investment in the field.

Sickle Cell Disease remains an invisible global health problem e
That is expected to increase by 40% over the next fﬁ‘(

Source: www.bmj.com/content/347/bm|.f4676.full#:~:text=1Kolkata,sickle%20cell%20anaemia%2C%20it%20estimates
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The GLOBAL Impact of SCD

Global Prevalence of SCD

North
America
>100.000

Latin
America
>85.000

sickle Cell Disease (SCD) is NOT a Black disease, 9)

IT’S A BLOOD DISEASE! N

Micidle East/
North Africa
=>180.000

T4
India/
SE Asia
=>4 Million

Sub-Saharan
Africa
= 5 Million

SCD is the most common genetic
blood disorder in the world!

Global Prevalence Estimations:
é ~ 7,000,000+ people with SCD

é ~ 400,000+ born w/SCD each year with
SCD

é ~300,000,000 people have SC Trait (and
can pass SCD to their children)

5% of the world’s population carries SC Trait! s

SOURCE: www.heaIthdata.org/research-anaIysis/library/global-regional-and-nationaI-prevaIence-and-mortality-burden-sickle-ceII#:N:text=We%20estimated%2034%20400%20(25,303%20000%E2%80%93467§{§ﬂﬁ)§ﬂ5
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The Elephant in the Room:
Systemic Inequalities

Sickle Cell Foundation of MN www.sicklecellmn.org All Rights Reserved



http://www.sicklecellmn.org/

The Day That Changed Everything... (cont.)

The Healthcare System

In the beginning (:52 sec)

Sickle Cell Foundation of MN | www.sicklecellmn.org Follow @sicklecellmn: T @rﬁ All Rights Reserved | Do Not Copy or Distribute



http://www.sicklecellmn.org/
http://www.sicklecellmn.org/

Sickle Cell DIS-ease: Locally

Sickle Cell DIS-ease:

MN *Hemoglobinopathy a local perspective

Data Snapshot

FROM 2017 é 1910: First described in Western medical literature

i e in Dr. James Herrick, who was treating a dental
67,29 1 . ease patient from the Caribbean island of Grenada.
NEWBORNS SCREENED

IN 2017, WITH

0/ Trait: 952
1 05 0o (96.6%)
IDENTIFIED HAVING Diseass:34 Found
HGB S, C, E, D, OR U (3.4%)

ON SCREENING
"""""""""""""""""""""""""""""""""" é 1972 Sickle Cell Anemia Control Act (Nixon)

Hgb Disease Confirmed vs Not Confirmed

B e & 1988: Sickle Cell Disease is added to Newborn
o fals.e = Screening (NBS)
negatlve I Confirmed - Not Confirmed

é The first formal description in Western medical
literature was in 1910 by Dr. James Herrick, who
observed the sickle-shaped red blood cells in a
patient named Walter Clement Noel.

results, so screening for | | ofalldisease casesfound, 1 _gecinea é 2015: Trait Notification Program added to NBS
Hgb is highly specific : 91.2% 1—lost to follow-up
2 (s S oo e — é 30+ years of being under-educated leaves a fﬁ:(

community mis-educated

Sickle Cell
Foundation
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2023: National Health Quality and Disparities Report

Overall Quality of Care by State (2016-2021)

National Healthcare
2023 |Quality and Disparities

Average differences in quality of care (2016-2021) /8=

For American Indian or Alaska Native, Asian, Black, Hispanic, Native Hawaiian/Pacific

Islander, and multiracial people compared with non-Hispanic White or White people,

by state

1=t Quartile (Best
Quality)

5| 3 Quartile

Missing

2™ Quartile

4% Quartile (Worst Quality)

1=t Quartile (Fewest
Disparities, -0.04-0.07)

:i:1:| 34 Quartile (0.15-0.19)

Excluded (<50 data points)

2 Quartile (0.08-0.14)

4" Quartile (Most
Disparities, 0.20-0.38)

© Sickle Cell Foundation of MN
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Systemic Inequities and Medical Bias

Racialized Disease Classification

* Inthe U.S., SCD primarily affects Black & Brown
communities

* Qver 90% of U.S. cases are in Black or African American

SCD children (1 in 365 AA births)
100K — * Most new, non-U.S. born, patients are of African descent
90K | * Hispanic communities are second most common (1 in
16,300
BOK * Funding disparities and underprioritized compared to
2 70K- diseases like cystic fibrosis, which affects dominant
g populations.
% o Hemophilla Cystic L 0 on's * SCD was identifies in 1910 and has only 3 FDA approved
g 50K - fibrosls = " ce ool D.MTS
3 a0k- Systrophy Access Barriers
30K * Inconsistent access to hematologists and
comprehensive care centers, particularly in rural and
20K low-income urban areas.
10K - * Fewer pediatric SCD specialists across the Midwest and
A Southern states despite higher disease prevalence.

. Insu(;ance type often determines access—not medical
need.

o ®

ith
Sickle Cell
Foundation
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Systemic Inequities in Sickle Cell Care

* Racialized Disease Classification

* Inthe U.S., SCD primarily affects Black & Brown communities
* over 90% of U.S. cases are in Black or African American children (1 in 365 AA births)
* Most new, non-U.S. born, patients are of African descent
e Hispanic communities are second most common (1 in 16,300

e SCD was identifies in 1910 and has only 3 FDA approved DMTs

* Funding disparities and underprioritized compared to diseases like cystic fibrosis, which affects dominant
populations.

* Pain Management Disparities

* Black children with SCD in emergency rooms wait longer for pain medication, receive less potent
analgesics, and are less likely to be believed about their pain.

* A 2013 study showed children with SCD waited nearly 50% longer for pain relief compared to
white children with similar conditions (e.g., long-bone fractures).
* Access Barriers

* Inconsistent access to hematologists and comprehensive care centers, particularly in rural and
low-income urban areas.

. FewerI pediatric SCD specialists across the Midwest and Southern states despite higher disease
prevalence.

* Insurance type often determines access—not medical need.

© Sickle Cell Foundation of MN www.sicklecellmn.org All Rights Reserved



FPadiatric
Blood &
Cancar

Pediatr Blood Cancer 20013:60:451-454

Race Matters: Perceptions of Race and Racism in a Sickle Cell Center

Stephen C. Nelson, mo'* and Heather W. Hackman, edo®

Background. Health care disparities based on race have been
reported in the management of many diseases. Our goal was to
identify perceptions of race and racism among both staff and
patientsfamilies with particular attention to provider attitudes as a
potential contributor to racial healthcare disparities. Procedure.
A confidential survey addressing issues of race and health care
was given to all patients with sickle cell disease and their families
upon arrival to clinic. The survey was made available online to all
staff in the hematology/oncology program. Free text comments
were obtained. Results. We received completed surveys from 112
patients/families. Surveys were completed by 135 of 158 staff mem-
bers (85% return rate). The majority (92.6%) of patients/families

identified as black, while 94.1% of staft identified as white
(P < 0.001). More patients/families felt that race affects the quality
of health care for sickle cell patients (50% vs. 31.6%, P = 0.003).
More staff perceived unequal treatment of patients, especially in the
inpatient setting (20.9% vs. 10.9%, P = 0.03). Conclusions. Provider
attitudes contribute to continued racial health care disparities. We
propose training health care providers on issues of race and racism.
Training should provide critical thinking tools for improving
medical providers’ comfort and skills in caring for patients who
are of a different race than their own.  Pediatr Blood Cancer
2013;60:451-454. @ 2012 Wiley Perodicals, Inc.

Key words:  health care disparity; race; sickle cell disease
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Believe Our Pain

it

www.scdbelieveit.org (@formatherapeutics) :30 B eaon
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Community-Based
Organizations (CBO’s)

L W
il
Sickle Cell
Foundation
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Community Based Organizations

A Community-Based Organization (CBO) provides key
supportive services to the community or targeted
population within the community

Many CBOs include all or some of the following services:

®* Direct Services (case management, testing, etc.)

* Support Services (financial and concrete needs)

° Advocacy Services (navigator, liaison, etc.)

9. .®
'*Y{
Sickle Cell
Foundation
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Community Development and Capacity Building

* The CBO serves as another spoke in the wheel of community
development and it’s infrastructure and should be well grounded in:

Sense of Belonging

Self-Empowerment Social Justice

Human Rights Self Determination

Soft Skill Development Collective Action

°.®

‘*(N
Sickle Cell
SOURCE: https://aifs.gov.au/resources/practice-guides/what-community-development#:~:text=Community%20development%20is%20a%20holistic,action%20(Kenny%2C%202007) Foundation

OOOOOOOOOOO

© Sickle Cell Foundation of MN www.sicklecellmn.org All Rights Reserved



‘ i

I
Keith Kosel, PhD

H.Msy)/

Building Connected
Communities of Care

The Playbook For Streamlining Effective Coordination Between
Medical And Community-Based Organizations

..
>

e Steve Miff, PhD

Parkland Center for Clinical Innovation

© Sickle Cell Foundation of MN

Community-Based
Organizations (CBO’s)

Community-based direct services & supports:
é Community Health Workers

é Community Education

é Support Groups

é Community activities & events

é Advocacy/leadership training

é Other patient support (concrete needs,
transportation, financial assistance, etc.)

Sij’l;ﬁ\ Il

Foundation
OF MINNESOTA

www.sicklecellmn.org All Rights Reserved
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CARING PROVIDERS vs. INEQUITABLE SYSTEMS

Can you relate?

You!
from your department o
or hospital! m
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THE ROLE OF CBO'’s

How we’re often utilized How we’re best utilized
with partners with partners! it

© Sickle Cell Foundation of MN www.sicklecellmn.org All Rights Reserved



ORG OVERVIEW
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WHO WE ARE AND WHAT WE DO

) Mission:
7 Improving quality and quantity of life of life for individuals and
communities affected by sickle cell disease and sickle cell trait.

ﬁ Vision:

To educate all communities and connect affected individuals to
one another, to expert medical care, and to meaningful
resources, all of which assist individuals in achieving better
health while living up to their fullest potential.

@ Values:

Our commitment to the sickle cell community is deeply rooted
in our belief that we are stronger together than as one. We

S|C Kl e value our individual and community health, equitable access to
compassionate expert care and community-centered solutions.
Ce ” Through collaborative relationships, we create partnerships that

increase meaningful and healthy interactions with one another

Foundq rlon and with the healthcare community.
OF MINNESOTA
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Program Overview

Outreach
Programs

Sickle Smart Advocacy & Community Patient Support &
Education Leadership Wellness Empowerment
Programs Programs Programs Programs

LivingGi.l.SMART

VIRTUAL EDUCATION SERIES ADVOCACY & LEADERSHIP

§ vl
S N
*‘/ / \g =

sickle cell
Matters!

o ®

= @ .
s

Sickle Cell

Foundation
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Community Engagement (and the Use of Social Media)

Check out our ‘Calendar’ page 1o stay updated on our activities and events

® | SicKle

L J
o & Ce” Home Our Foundation Activities & Events Programs & Project
f l——oundo hon Sickle Cell Education Patient Support Getinvolved Contact Us
OF MINNESOTA @SWN
wwwsicklecellmn.org
sicklecefimni@gmail.com
*Advocacy * Education
*Empowerment
FOUNDATION of MN

Raising Awdreness

Lealrning & Growir\9

A

J
>

Community

Buildlir\g

/ ! N :
Fostering Wellness ; EVENT ,
~
» )

Fur\o(mising
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Community Engagement (and the Use of Social Media)

Eeryi2 Se00n08) S0 o

Sickle Cell
Foundation

OF MINNESOTA

Sickle Cell Foundation of
Minnesota
3.3K followers - 1.5K following

Favorites

0.
Followers

Edit profile
SickleCellMN
@SickleCellMN

Improving the quality of life for
individuals and communities affected by
sickle cell disease. We do not monitor
this inbox.

~3K+
Followers

©

1933 2061 1,643

Posts  Followers Following

Sickle Cell Foundation of MN

Nonprofit organization
www.sicklecellmn.org

Watch us; www.cbsloc.al/333G1bo
Education, Advocacy, Empowerment!
#SickleCellMN #ConquerSCD #SickleStrong
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WHERE DO WE GO
FROM HERE?
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Onward and Upward!
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HIS SUPACELLS

(Have you seen the Netflix series?)

A New Beginning
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Please be patient with me.
Sometimes when I'm quiet
it’s because I need to
figure myself out.

It’s not because
I don’t want to talk.
Sometimes there are no words

for my thoughts. £

- KAMLA BOLANOS - /]

| TheMindsJournal

. please be
gentle,
I'm still
learning.
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TRUSTED GENERAL RESOURCES

Nurses and other members of the medical team can assist individuals
and families in navigating TRUSTED resources!

é Books

é Websites

é YouTube

é Social Media

é COMMUNITY-BASED ORGANIZATIONS (CBOs & PAGs)

*Keep in mind that FB groups, group chats, and websites can be very helpful,
some are not.
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> Improving the Lives of People with Sickle Cell Disease: Community Organizations and Epidemiologists
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> Late Splenic Sequestration: A Consequence of Early Hydroxyurea Use? (2020) Blood. 136:29-30. Raghunandan S,
Goubeaux DL, Hollenkamp CR, Blaylark RM, Nelson SC.

» Incorporating integrative medicine and patient preferences into a pilot interdisciplinary sickle cell

wellness clinic. (2020) Complementary Therapies in Medicine, 49, 102333. Junghans-Rutelonis, A. N., Moquist, K. L., Blaylark, R.M., Anderson, N., & Brown,
M. L.

> American Society of Hematology 2019 guidelines for sickle cell disease: cardiopulmonary and kidney
disease. (2019) Blood advances, 3(23), 3867-3897. Liem, R. I., Lanzkron, S., D. Coates, T., DeCastro, L., Desai, A. A., Ataga, K. |, ... & Mustafa, R. A.

» Hydroxyurea use in young infants with sickle cell disease. (2019) pediatric Blood & Cancer, 66(7), €27650. Schuchard, S. B.,
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KEEP LEARNING
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QUESTIONS

www.sicklecellmn.org
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Thank You!

Sickle Cell
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Sickle Cell Foundation of MN | www.sicklecellmn.org

Rae Blaylark
President and CEO

Sickle Cell Foundation of MIN
Director@sicklecellmn.org

Raise Hope Consulting
RaiseHope@sicklecellmn.org
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Highlights,
accomplishments,
and kudos!

In the chat, please add a key takeaway
from today or a celebration you
would like to share.
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DEPARTMENT
OF HEALTH

Thank You!

The next Community of Practice will be announced in our newsletter.
Happy holidays!

health.cyshn@state.mn.us
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